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Quality of life in adults with
congenital heart disease

he number of adults with congenital heart disease is growing as a result

of advances in medical and surgical treatment. Many patients with
corrected or palliated congenital heart disease will suffer from medical com-
plications. Mortality and morbidity are the conventional measures for the
effects of treatment and prevention in medicine. However in chronic disease,
such as grown-up congenital heart disease, health-related quality of life and
psychosocial #sues are of major importance. In the methodological literature,
consensus about the definition of health-related quality of life is growing.
Health-related quality of life is considered to be a multidimensional construct,
including domains of physical, social, cognitive and emotional functioning
of the patient. Literature invariably shows considerable disagreement between
patients and proxies (such as the parent, physician, nurse or others) in their
ratings of the patient’s health-related quality of life. Therefore, it is commonly
proposed that the perception of the patient is crucial to the concept of health-
related quality of life. In addition, several authors have suggested a second
level of subjectivity to the concept of health-related quality of life, i.e. the
value that the patient assigns to the perception of functioning. In fact, we
are not only interested in the patient’s perception of his ability to climb the
stairs (subjective health status), but we also want to know his personal feelings
about that ability or disability (health-related quality of life).

Based on this concept, the Leiden Centre for Child Health and Paediatrics
developed a dedicated questionnaire called the TNO-AZL Adult Quality of
Life questionnaire (TAAQOL).!

In November 2002, Dr. Mascha Kamphuis successfully defended her
thesis: ‘Quality of life in adults with congenital heart disease.? In this thesis,
Dr. Kamphuis reported on the investigations, using amongst others the
TAAQOL questionnaire, in patients with previously operated complex
congenital heart disease, patients with mild congenital heart disease and
reference groups.

From a meta analysis on quality of life in adults it was concluded that
health-related quality of life in research with congenital heart disease patients
is seldom defined clearly and measures often aim at different targets. There-
fore, studies should be compared with great caution. Health-related quality
of life outcome is surprisingly positive in most studies that measured
congenital heart disease patients’ own perceptions. This might be explained
by coping mechanisms.

In patients with previously operated complex congenital heart disease,
investigated with the TAAQOL, the relation between these measures and
physical indices were determined.? The health-related quality of life of the
patients was significantly worse than that of the general population in the
domains gross motor functioning and vitality. Correlations between health-
related quality of life and physical indices were poor. This result indicates
that these patients need specific attention for their physical quality of life.
Objectively determined physical indices are only weakly related to health-
related quality of life. Therefore, when evaluating quality of life, dedicated
questionnaires such as the TAAQOL should be used.

In patients with haemodynamically insignificant congenital heart dis-
ease, of which only a minority were still under cardiac supervision, the
health-related quality of life did not differ from that in the general
population. Nevertheless, patients experienced unnecessary difficulties with
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their choices of sport, education, or obtaining insurance cover. After clinical
re-evaluation, diagnosis and antibiotic regimens had to be changed in 11%
of these patients, for instance as a result of a resolved ventricular septal
defect. It was therefore concluded that patients with mild congenital heart
lesions consider themselves to be in good health. However, to fine tune
diagnosis and update patient information, at least a cardiological assess-
ment should be done at the age of 16 to 18 years. In this way, patients
might be protected from unnecessary difficulties, such as restrictions for
sport or the charging of unjustifiably high rates for insurance.

A minority of patients with minor disease and a majority of those with
complex congenital heart disease report difficulties in daily life. A substantial
number of these patients feel that they have an inadequate level of know-
ledge about their disease.

Paid employment is important in daily life, not only in terms of earnings
and social status, but it is also valued for its social support and social dis-
traction. Although various studies have shown that the majority of patients
with congenital heart disease are able to work, it is unclear whether patients
experience handicaps and which factors are related to reduced job partici-
pation. Such information could contribute to improvements vocational
counselling and employment prospects of patients with congenital heart
disease. Kamphuis et al.* showed that patients with complex congenital heart
disease have reduced job participation, as compared with patients with mild
congenital heart disease and the general population. Many receive disable-
ment benefit, or experience career problems or job handicaps for mobility.

Multiple logistic regression showed that the severity of disease and
level of education were significantly and independently related to job
participation. Career counselling focusing on physical abilities and level of
education may help to prevent or reduce these job-related problems.

According to this thesis, the following recommendations for clinical practice

were proposed:

¢ Since the appreciation of functioning differs from functioning per se,

implementation of quality-of-life questionnaires at medical consultations
should be considered to facilitate treatment decisions and for increasing
satisfaction with consultation and patient compliance.
¢ Specifically for patients with mild congenital heart disease, knowledge
about the cause and consequences of their cardiac defect is experienced as
insufficient. Therefore, more attention is needed for this lack of knowledge.

¢ For patients with minor congenital heart disease, a routine consultation
is recommended at the age of 16 to 18 years. This consultation should
be used to confirm the diagnosis and need for antibiotic prophylaxis, and
to discuss daily life issues and to try to prevent problems in later life, such
as restrictions in sport, education and insurance.

¢ Career counselling should be focused on the patient’s physical abilities,

to prevent or reduce unemployment, career problems and handicaps.

In addition, the child should be advised to follow the highest possible
education. ®

Dr. HW.Vliegen, cardiologist.

Leiden University Medical Centre, Leiden.
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